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was attending school at Saint Catherine of Siena Parish in Laguna Beach,
California sometime back in 2012. I remember the ocean breeze against my face as
I walked up the stairs to the lunch area. As soon as I turned the corner, my eyes lit up
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with joy. There was a little boy enjoying the playground as his sister kept an eye on him.
My mother had previously told me about another family that went to St. Catherine’s
who, like ours, had a child with Down syndrome. My mom also told me that this child
had recently gone through some very serious heart surgeries. He looked healthy from
what I remember, but I decided to go up to the sister and asked what her brother’s
name was. She told me his name was Paul and I explained that I also had a brother with
Down syndrome. I asked if I could say hello and she said of course and that I could even
pick him up if I wanted to. He was probably about 4 years old and I remember how
calm and gentle he was in the arms of a complete stranger. He had these blue-grey eyes
and as he smiled at me, I couldn’t help but smile back. I will never forget the day that I
met Paul Freeman.
Fast-forward to June 2018 — I was home from college for the summer working for a
respite company as a caregiver. Respite companies were created to provide breaks for
families and primary caregivers of individuals with special needs. Primary caregivers
are often a parent or another family member. I would drive to diSerent houses and take
care of individuals with special needs of all ages. I looked at my schedule for the week
and noticed a new client but a familiar name. It said I was scheduled to work with Paul
Freeman and I thought what a small world the special needs community is. I was
excited that I was going to see the little boy that I met and held years prior.
It was 7:00 a.m. and my shift was about to begin. I was exhausted from being out late
the night before but I couldn’t wait to meet Paul again. When I arrived, Paul, now 10
years old, opened the door and welcomed me in. His mother remembered me from St.
Catherine’s and was excited that I was scheduled with Paul. I remember he was very
energetic so early in the morning and all he wanted to do was “play.” He would always
say, “Let’s play!” and that meant watching movies, going to the park, kicking the ball
back and forth, playing with toys, singing, dancing, and playing musical instruments. I
worked a few days each week with Paul for most of that summer and during that time, I
realized Paul was special. I wanted to tell his story. In August of 2019, I called his
mother and asked if I could write this piece about Paul and her family.
. . .
aul Freeman was born on February 22, 2008 at South Coast Medical Center now
known as Mission Hospital in Laguna Beach, California. Paul’s immediate family
includes his father, Mike, his mother, Linda, and his older siblings, Bella and Ethan.
Paul was born with Down syndrome, a genetic mutation in which an extra copy of
chromosome 21 occurs. This means that Paul’s genetic code is skewed due to this one
extra chromosome and as a result, he doesn’t follow the same developmental patterns
as a typical person. Even though individuals with Down syndrome experience cognitive
and physical impairments, they can still live as meaningful a life as those without the
disability.
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(Left to Right): Bella, Paul, and Ethan. Photograph provided by: Linda Freeman
Although more than two-thirds of pregnancies with Down syndrome are terminated
following a prenatal diagnosis, about 6,000 Down syndrome babies are born each year
in the United States. Mike and Linda did not undergo any prenatal testing, so they
didn’t know Paul had Down syndrome until he was born. As Paul’s father, Mike,
explains, “We didn’t do anything to speci^cally ^nd anything out. We actually actively
didn’t do a test that might have told us something. Not because we didn’t want to know
but because it was more risk than reward for the mother. It wouldn’t have changed
what we would have done had we found anything out.”
. . .
or my ^rst day of reporting, I drove over to Paul’s and it felt like my typical work
shift but more casual. Linda and Bella were home and I sat down with them to
talk about the project. I brought my camera and Paul was enamored by it. He came over
to the table and asked if he could hold it. I put the strap around his neck and he started
walking around the living room with it. He would lift the camera up to his face to take
pictures, pretending to look through the view^nder, but he was having a hard time
pushing the button down to actually take the shot. Bella went over to help Paul and
once he got the hang of it, he wanted Linda, Bella, and I to be his “models” and started
directing us where to go. He would say, “I’m a photographer!” and after every photo he
took, he wanted to make sure it looked good.
We spent the rest of the day running errands with Linda, her mother and Paul who
wanted to hold my camera the entire time. The next time I went over to Paul’s to
interview Bella, I walked in and he was holding his own little, pink camera. Bella
mentioned that she found it at a garage sale and thought Paul would want his own
camera since he liked mine so much. Even though the camera didn’t actually work, I
told him, “Now you’re a photographer just like me!”
. . .
eople with Down syndrome have the ability to make a positive impact on those
around them. I know this not only because of my interactions with Paul but
because of my own brother, my experience as a caregiver, and being an active member
in the special needs community. However, this doesn’t mean the condition doesn’t
cause unique challenges. About 50 percent of babies born with Down syndrome are
also born with some type of heart defect. This was unfortunately the case for Paul.
Throughout his 11 years, he has gone through 5 heart bypass surgeries and about 13
other surgeries due to other complications. Paul was eventually diagnosed with
Tetralogy of Fallot, four diSerent structural abnormalities of the heart. These
abnormalities include, Ventricular septal defect, a narrowing of the passage from the
right ventricle to the lungs, an over enlarged right ventricle because of the backup of
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blood and an over enlarged aorta which carries blood from the left ventricle to the
body. Although this condition is rare, it is seen more commonly in children with Down
syndrome.
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With a shaky voice, Linda explains, “As a mom, to see your kid go through such physical
pain and to know what they are doing to him when they take him away from you and
take him into surgery for half a day. Over and over and over again and the minute you
think he’s okay he’s not. No mom should have to see their kid suSer so much.”
The Freeman Family has been through so much throughout Paul’s lifetime: mentally,
physically, and emotionally. Paul’s surgeries began when he was just ^ve months old
and his last major bypass surgery was in July of 2016 when they reconstructed some of
his pulmonary conduits. Paul had a diecult time staying healthy while being treated in
the hospital. After his third bypass surgery, the doctors discovered he was born without
an immune system. He kept getting septic which is a life-threatening condition in which
the body is ^ghting a severe infection that has spread via the bloodstream. Paul had
multiple chest tubes attached to drain the fuid out of his body from the infections. He
was resuscitated on three separate occasions due to this condition and his lack of an
immune system. When describing these scary moments, Linda says, “I just didn’t know
if he was going to live.” If all is well, his next surgery won’t take place until he’s around
eighteen years old and that is to move his pacemaker behind his clavicle.
. . .
aul was born the same year the global ^nancial crisis that would become The
Great Recession. At that time, Mike was working as an independent sales
contractor. This meant that the Freeman’s were not receiving bene^ts through an
employer. They were on a very high deductible medical plan when Paul’s health started
to decline. So not only did the Freeman’s have to deal with issues ^nancially, but they
also had to balance their family life while Paul was constantly in and out of the
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hospital.
Mike recalls those days. “It was more getting through the process of keeping the rest of
the family stable, comfortable, and moving,” he said as he looked over and smiled at
Paul sitting on the couch. “I remember splitting time back and forth at the hospital with
Linda during the day while I was at work and then I would spend the night while she
would go home and be with the kids.”
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While asking Bella about her childhood while Paul was in the hospital she said, “I was
exposed to a lot in a very short amount of time because of Paul. For being only seven
years old, that was a lot of stress and it was very diSerent growing up like that. I had to
help care for myself and I had to help raise Ethan when we were really little. Everyone
tells me I’m really mature for my age and I think it was because I was forced to grow up
a lot faster.”
Both sides of the family were very supportive and would help coordinate schedules for
Bella and Ethan while Linda and Mike would be at the hospital with Paul. Parents from
St. Catherine’s would also help by watching and feeding the kids after school. Linda
took a long pause when I asked her about how their family situation aSected her other
children. She took a deep breath and said, “For Bella and Ethan, it was hard for them as
a relationship between brother and sister. They love each other tremendously but they
had some rough times and I think it was just vying for attention from us, from anyone.”
When a family member has an intellectual disability, naturally, a majority of the
attention is focused on that individual’s needs. This was especially hard for the
Freeman family not just because Paul had an extra chromosome, but because he was
very sick from the beginning. Trying to balance a household when you don’t know if
your child is going to live is one of the toughest situations to have brought upon you.
“This is part of the mom heartbreak where Paul wasn’t my only child. My world
revolved around what was going on with him,” Linda says, looking dismayed as she
wipes her eyes with a tissue. “I questioned my ability to be a mom. I got to a point
where I thought they’ll be better oS without me. That is my truth and I have gone in
and out of battling that. There was just so much heartache.”
Now that Bella and Ethan are older, they understand how important it was for their
parents to focus on Paul during those diecult times. “When we were younger, I do feel
like they gave Paul a lot more attention and kind of put Ethan and I on the back burner
but not on purpose,” Bella explains as she ^xed her pony tail. “They were just so
stressed with Paul and all of his things. Medically and emotionally he needed a lot more
support.”
. . .
bout 40 to 50 percent of married couples in the United States divorce. Linda and
Mike separated in 2017 and their divorced was ^nalized in June 2018. Paul and
Ethan live with Linda while Bella lives with Mike. Paul and Ethan will spend the
weekends with Mike when he isn’t traveling for work. They live just down the street
from each other and continue to be in their children’s lives while keeping a civil
relationship. Linda notes, “Everyone has their [own] way on how to manage and
process stress and there’s no right or wrong and there’s no judgment for him or me in
that regard but I realized we were built so diSerent. We went oS on our own and tried
to be strong for everyone but on our own.”
People often believe that having a child with a disability takes a toll on marriages when
statistics say otherwise. The Wisconsin Longitudinal Study conducted research in 2015
called The Relative Risk of Divorce in Parents of Children with Developmental Disabilities:
Impacts of Lifelong Parenting. The study concluded that “there was neither an overall
increased risk of divorce associated with having a child with developmental disabilities
nor a diSerence in the timing of divorce.”
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Paul with Dalia. Photograph by: Monica Moreno
The divorce was harder for Bella and Ethan because they knew exactly what was
happening. Linda says, “They are learning more and more not to personalize because
naturally, any child of divorce will think they caused it and children don’t cause
divorce.” Although with Paul, it was a little diSerent. “We never communicated with
Paul that mom and dad are getting a divorce,” Linda explains. “I was just kind of
bracing myself for an emotional set back but that never happened. He was just like
‘Okay I’m going to dad’s house. Okay I’m going back to mom’s house.’ When we moved,
it was like ‘Oh my gosh Paul, you’re going to have two homes now!’ and he kind of just
rolled with it easily. Gosh, what a blessing.”
Linda and Mike both expressed their love and appreciation for their longtime babysitter
Dalia. She watches Paul when he gets home from school. I met Dalia and Paul at the
park during one of my visits with the family. Paul was very excited because he saw my
camera again. One of the physical traits of Down syndrome is low muscle tone. This
means that Paul moves a little slower than most but that doesn’t stop him from being as
active. Dalia told me that just a few weeks before, Paul climbed up the ladder to the
slide all by himself. This was Paul’s Everest and with the daily guidance and support of
Dalia, Paul achieved that accomplishment.
. . .
very member of Paul’s family has mentioned his love of talking to strangers. He
will stop and say hi to any person that passes by him. Linda mentions, “He’s got
his own intuition in knowing when a person needs a hug and as he ages up, I see it
being more purposeful. I’m really seeing him become himself and it’s so beautiful.”
Bella also mentioned that, “It’s those little moments when you meet Paul, you
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remember his name and I just think that’s so cool. Paul has such a big impact on
everyone around him.”
Paul wants everyone to feel welcomed and loved. He opens his heart to those around
him and has the power to get people to look at things from a new perspective. One of
my most memorable moments with Paul is when we were playing instruments together.
Paul was playing guitar while I was on the bongos and he started serenading me by
singing over and over again, “Oh Monica, you’re wonderful! I want to die with you. I
love you Monica.” This might appear like a silly moment but because of Paul’s inherent
innocence and sincerity, random moments of life can be quickly transformed into
impactful memories. I don’t think any boy has ever said anything more touching to me
in my entire life.
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Despite everything Paul has been though, he shines so bright. Through his daily
actions, he teaches us to love and accept everyone. It is important to give Paul and
other individuals with special needs a platform to tell their story because they are not
often given spaces to share themselves with the world. Inclusion is something we
should all strive for because the world is a better place when people are wholeheartedly
accepted. People like Paul is what makes our society whole. “It’s nice to have Paul
around because he always brings you back down to earth,” Ethan exclaims with a big
smile on his face. “It’s de^nitely helped me mature in a way that I wouldn’t have if I
didn’t have him as a brother. Life would be dull without him.”
I feel it is also important to note that many people feel that having a child with a
disability is a sort of death sentence for the family. The Freeman’s are just one of the
many families that proves this is not the case. Even though Linda and Mike are
divorced, Paul is what unites their family. Mike describes it as, “He’s changed me, he’s
changed all of us. He’s been in many ways a glue that keeps us all together and at the
end, of the day he’s a big mush and keeps you smiling. A hug from Paul is priceless.” By
having more representation in the media of people with disabilities, people who have
not experienced personal encounters with someone like Paul will be able to see the
value in the lives of those diSerent from us.
While talking about his relationship with Paul, Ethan puts it best. “I’d hope that
everyone could have someone like Paul [in their lives]. Honestly, a lot of people need
people like that. A lot of people need someone who’s always happy. Who can make
them smile no matter what. A lot of people need that and I’m very blessed that I have
that. Some people don’t really understand it, but once they come to meet him, they’ll
understand who Paul is and why he is so important to me and everyone else around
me.”
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